Background: In psoriatic arthritis (PsA) almost all qualitative studies have been performed in European populations. This work aimed to evaluate the impact of PsA in Brazilian and French subjects, as well as to explore cultural differences in the experience of disease and to recognize domains important for patients living with PsA outside Europe.
Background
Psoriatic arthritis (PsA) is a chronic rheumatic disease leading to altered quality of life, pain and functional disability, but also professional and emotional burden [1] [2] [3] [4] [5] . Perceptions of the impact of PsA differ between patients and physicians, with patients usually indicating a greater life impact compared to health professionals and describing aspects of impact which physicians may not acknowledge [6] . In this regard, qualitative studies are useful to obtain patients' opinions about the impact of disease.
Using qualitative methods to support the recognition of the most affected domains of health according to European patients, a questionnaire to evaluate patientperceived impact of disease, the PsA Impact of Disease Questionnaire (PsAID) was recently developed [7] .
Qualitative methodology was also employed to verify if the questionnaires currently available to assess PsA include concepts important to patients [8] .
A recent systematic literature review (SLR) analyzed the effects of PsA reported by patients in 13 qualitative studies and categorized them by a standardized reference system, the International Classification of Functioning, Disability and Health (ICF). The ICF component most represented was activities and participation (42.6%) rather than body structures (10.3%) or body functions (29.4%), indicating that the social impact of disease is very important for people living with PsA [9] .
The impact of PsA from the patients' perspective has been well studied in European patients and to date, published qualitative studies in PsA have included patients mostly from Eastern and Western European countries [7, 8, [10] [11] [12] [13] [14] [15] [16] . Data on PsA impact are scarce for patients from countries outside of Europe.
In rheumatoid arthritis (RA) and systemic lupus erythematosus (SLE), it has been demonstrated, that even in the same country, distinct ethnic groups present different perceptions about the rheumatic disease and therapy [17] [18] [19] . In addition, RA patients from different nationalities have different priorities when attending a rheumatologic visit [20] . We can hypothesize that patients with PsA living in different countries would also present different perceptions on the impact of PsA.
Quantitative studies have indicated Brazilian patients with PsA have an impaired quality of life and suboptimal control of disease activity but qualitative studies aiming to obtain the patient-perceived impact of PsA in Brazil are lacking [21, 22] . Given the differences between Europe and the ethnic (diverse ethnicity), cultural, religious (diverse religious groups but mainly Catholic) and economic background of Brazil, it is of interest to explore potential similarities and differences in patient perceptions of disease. Indeed, since most patients prefer to be involved in decisions concerning PsA and its treatment, a better understanding on the impact of disease from the patients' perspective can lead physicians to optimize assessment of PsA and to facilitate shared decision-making [23] .
The main objective of the present work was to evaluate the impact of PsA in Brazilian and French patients using a qualitative methodology. We also aimed to explore cultural differences in the experience of disease in Brazil and France and to recognize domains important to patients living with PsA outside the European background.
Methods
A qualitative study with individual interviews was conducted in two public academic tertiary hospitals: Hospital de Clínicas de Porto Alegre, in Porto Alegre, Brazil and Pitié-Salpêtrière Hospital, in Paris, France. The sample comprised outpatients fulfilling the Classification Criteria for PsA (CASPAR) able and willing to participate in a 1 h interview in the local language (Portuguese or French) [24] . In each country, the selection of participants aimed to ensure a broad spectrum of demographic aspects and different degrees of disease severity and manifestations through purposeful sampling.
Patients with a concomitant rheumatic disease other than PsA and patients not fluent in the local language were excluded [15] .
The sample size was defined by saturation, i.e., the point when two consecutive interviews did not reveal additional concepts and the researcher obtained enough information about the subject [25] . New participants were interviewed until saturation was reached in each country.
Quantitative data collection
Demographic characteristics and data about PsA were collected by the patient and the interviewer (using the medical file when necessary) before the interview: age, gender, professional status, educational level, ethnicity, current medication, extent of skin disease, presence of joint deformities, functional assessment measured by the Health Assessment Questionnaire (HAQ), and patient assessment of pain, skin and global disease on a 0-100 mm visual analogue scale [26] . These data were not used as outcome measures but allowed the description of the patient sample.
Qualitative interview
Questions used in the interview were developed by the authors, with input from patient research partners of the Group for Research and Assessment of Psoriasis and Psoriatic Arthritis (GRAPPA) [27] . The semi-structured interview had three main questions: the first one was an open question which directly identified domains of health affected in PsA, "What is the impact of PsA on your life?". The additional questions encouraged patients to describe domains not routinely assessed by their health professionals and domains in which they expected improvement with therapy: "Is there any aspect of PsA that is important to you but is not often evaluated by doctors?", and "What do you expect from an effective treatment for PsA?". In addition, patients were encouraged to express themselves through prompt questions like: "Can you give us an example?", "What is your opinion about that?", "What do you do in these occasions?", "Could you talk more about that?"
Data analysis
In Brazil, the interviews were conducted in Portuguese by the first author (PEP) and recorded using Audacity version 2.1.2. In France, the interviews were conducted by two investigators (SK and LG) and recorded by audiotape.
Interviews were transcribed and analyzed in the original language using the qualitative content analysis method [28] .
First, two researchers independently read the transcripts to gain a contextualized impression of the interview. Then, codes were assigned to each sentence of the interview by each researcher independently, a process called coding. A code is a word or short phrase that captures and summarizes what the patient says in a particular part of the interview. In the sentences "I can't dress myself, tie my shoelaces and buttons due to psoriatic arthritis" and "Now I can't walk outdoors on flat ground and climb up steps", for example, the codes "dressing" and "walking" could be used, respectively, to summarize the sentences.
The codes were created directly from data, without any preconceived ideas or theories. After coding the interview independently, the two researchers met to refine the codes: findings were shared, discussed and agreed by the two coders.
Then, codes were clustered together according to similarity and regularity creating categories. Category is a group of codes which share the same characteristics. In the previous example, the codes "dressing" and "walking" could be included inside the category "functional disability".
Codes and categories were then reviewed by a third researcher and disagreements were solved by consensus among the three investigators.
Interviews from Brazil were coded in Portuguese Language by PEP and RMSC and codes and categories reviewed by CLK. All three researchers were native Portuguese speakers. Interviews from France were coded in French Language by PEP and ALNM. Both researchers were fluent in the French Language but since they were not native French speakers, codes and categories were reviewed by LG, a native French researcher.
Categories were classified in three groups: those that were common to Brazil and France, those referred only by Brazilian participants and those referred only by French participants. The final interpretation of data was done by the first author (PEP -Brazilian researcher) and the second author (LG -French researcher) and reported in a descriptive manner using the English Language. This language was chosen since it was a common language to the six co-authors involved in the coding process and to the three patient research partners from GRAPPA who contributed to the project. The final reporting of results was finally read and agreed by all the six coders and patient research partners.
Results
Twenty-eight PsA patients were interviewed: 15 in Brazil and 13 in France. The individual demographic data and disease characteristics of participants are described in Table 1 . A comparison between the French and Brazilian samples is shown in Table 2 . The samples from Brazil and France had participants with a wide range of disease duration, including patients with early PsA to those with more than 20 years of diagnosis. Brazilian patients had higher disease activity, a higher proportion of participants with current or previous use of biological therapy and a lower educational level compared to the French sample ( Table 2 ).
The analysis of the 28 transcripts found 67 different codes, grouped in 41 categories. Twenty-seven out of 41 categories (66%) were common to Brazilian and French participants ( Table 3 ).
The physical impact of PsA
Eleven categories represented the physical impact of PsA (27% of the total 41 categories) and 6 of these (55%) were common to Brazilian and French participants (Table 3) .
Pain was viewed as a disabling, intense and unremitting symptom by both nationalities, with participants usually describing an inflammatory rhythm associated with PsA pain: "the pain is worse in the morning, and everything is difficult, getting on and off the bus… Then, after work and movement, you feel better but I have pain all the time, you end up learning to live with it" (Male, 38 years old, Brazilian).
Functional disability, with impairment in motion, hygiene/ dressing and use of hands was widely cited in both samples. Patients expressed that PsA affected their ability to walk, run, go up and down stairs, get in and out of the car and use public transportation: "It is really difficult to walk, to sit down and get up off a chair is hard, to go to the bathroom is hard, to get up from the bed is hard, to go down stairs to go to the subway is exhausting" (Female, 37 years old, French).
Other activities such as washing oneself, tying shoelaces, putting on and taking off clothes, showering, and lowering/raising the toilet seat were also limited due to PsA. The involvement of hands was viewed as an obstacle to daily living activities such as picking up and carrying objects, opening and closing water taps, opening cans, cutting meat, cooking, handling cutlery, sweeping, washing clothes and peeling fruits and vegetables. "Before the treatment I could not hold the fork and knife anymore. I was invited to dinner by people who were not very close to me and it really makes me sad to say that I didn't eat because I couldn't cut my meat!" (Female, 67 years old, French). "The situation had reached a point where I could not take off my clothes, take a shower, put on a coat or a jacket, tie my shoes, it was unbearable" (Male, 19 years old, French). The code "loss of independence" due to functional disability emerged in both samples. Besides pain and functional disability, other categories were common to Brazilian and French patients: "fatigue", "joint stiffness", "sleep disorders" and "psoriasis/ skin impact". Fatigue seemed very important to patients and they usually described the fatigue of PsA as being more intense than "normal" fatigue, e.g., the tiredness which occur in healthy subjects after exercise or an intense day of work.
Since 20% of the Brazilian patients had more than 10% percent of body surface area covered by psoriasis, it appears this influenced the identification of more codes representing the characteristics of skin lesions (e.g., itching, burning, bleeding, scaling, fissures) and the consequences of psoriasis (e.g. psoriasis impairing sleep, discrimination due to skin lesions) in this sample.
Other categories of physical impact were described: Brazilian participants referenced "joint swelling", "joint deformities", "sexual dysfunction" and "weight gain/loss" while "uveitis" was cited by French patients.
The category "sexual dysfunction" was classified inside the domain "physical impact" because, in the opinion of participants, the effects of psoriasis on physical appearance was responsible for the decreased libido and decline in sexual activity, although the code "decreased libido" could also be viewed as an emotional impact of disease.
The increase in body weight was perceived by Brazilian patients as a consequence of restricted physical activity due to PsA and the use of corticosteroids, while lack of appetite and weight loss were perceived as consequences of medicines used to treat PsA.
The emotional impact of PsA
Nine categories of emotional impact were found in this study (22% of the total 41 categories) and 7 (78%) of those categories representing emotional impact were common to Brazilian and French participants.
Besides common categories as "anxiety", "low selfesteem", "frustration", "irritability", "fear", "lack of interest" and "depressed mood", the category "embarrassment/ shame" emerged in the Brazilian sample. The emotional impact of skin disease and the reporting of situations in which prejudice was experienced were repeatedly cited by Brazilians: "If you are waiting in a line, the person behind or the person in front of you looks at you, and takes a step to the side not to be too close. I think the prejudice is visible" (Male, 42 years old, Brazilian). "... in the crowded bus, the people were squeezed together standing, but no one sat next to me ... when I missed a medical visit, doctors said I could not miss it, but no one knew what I was feeling going there, taking the bus, suffering because of the prejudice, I got to the point that I took money from other things to buy gas and go to the clinic by car" (Female, 64 years old, Brazilian).
It was interesting that while the category "low self-esteem" for the Brazilian sample was mainly related to the prejudice and psoriasis, the same category in French subjects was more associated with functional disability: "I could not drive anymore, it was difficult to move around; it affects your self-esteem and the emotional side" (Male, 75 years old, French). "I felt different from others around me. This disease affects your self-esteem. I am 30 years married and my husband is a very good person to me. We lived many months without an intimate relationship due to the skin lesions" (Female, 54 years old, Brazilian).
Patients from both nationalities considered that the loss of independence due to pain and disability were contributing factors to depressed mood. Furthermore, the Brazilian patients perceived their depressed mood being driven primarily by the negative thoughts that other people had about them due to psoriasis.
The professional impact of PsA
Thirteen categories revealed the professional impact of PsA and represented 32% of the total number of categories in this study. Seven out of 13 (54%) were common to both nationalities (Table 3) : "inability to perform job-related activities", "absenteeism/job loss", "PsA symptoms impaired by occupational activity", "financial impact", "low productivity", "inability to work full-time" and "necessity to delegate tasks and/or ask for other people's help".
Activities which involved the use of hands, heavy load lifting, immobility over long periods of time, major physical efforts and the obligatory wearing of high heels on the job were some examples of tasks impaired by PsA: "Some things I used to do, I can't do anymore; I went on rooftops using a ladder. But when you are using a ladder and fixing the roof, you must stand 10-15 minutes in the same position and I feel tired" (Male, 42 years old, Brazilian). "One year ago, the pain was so present and so permanent that I had to reject proposals. I could not accept more work because I was not able to work several hours in a day. My projects were put on hold because I could not work a whole day on the keyboard due to the pain in my hands" (Male, 33 years old, French).
Participants reported adapting their occupational activity, delegating tasks, slowing down the rhythm of work, adapting objects and tasks and even changing their occupation: "I used to work alone doing iron gates and grids but now I don't have strength in my wrists and I have to ask for other peoples' help. This is something that makes me sad because it's my business" (Male, 42 years old, Brazilian).
The social impact of PsA
Eight categories of social impact were found (20% of the total 41 categories) and 7 of these (87%) were common to Brazilian and French participants (Table 3) .
Regarding family life, patients from both countries referenced having limited their leisure activities with children and grandchildren because they were not able to play and practice sports with them. The ability to take care of infants and newborns was perceived as impaired and participants reported they were afraid of dropping the babies and not being able to prevent accidents.
Participants reported that their relatives were not able to understand disability and pain caused by PsA: "It is difficult for other people to accept that you are sick. I try to look normal in the workplace; for three-quarters of the day it is as if nothing was wrong. When I get home, I am exhausted. And so, my husband doesn't accept it. He says: I don't understand, during the day you seem well and then, without any reason, when you're home you're tired and weak" (Female, 48 years old, French). "… in your social or family life it is not always simple because when you have pain you are not in the mood to do things, and not everyone understands it." (Male, 19 years old, French).
Brazilian and French patients reported limited participation in physical activities and sports, e.g., walking, football, running, volleyball, water aerobics, ski, biking, rowing and tennis. Pain, joint stiffness, functional disability and depressed mood were domains limiting leisure activities in both nationalities. Patients reported avoiding the beach and swimming pool due to psoriasis and refusing long trips due to pain and stiffness caused by extended periods of immobility. Dancing, going to parties, playing musical instruments, cooking, visiting friends and family, going out to dinner, swimming, diving and travelling by bus were some examples of leisure activities impaired by functional disability. Besides avoiding some activities, patients referenced that some leisure activities had to be adapted, e.g. replacing a beach trip by a city trip, visiting only one place instead of multiple places in the same day, slowing down the pace of activities.
Discussion
This study brings new and important information on patient-perceived impact of PsA and for the first time addresses cross-cultural similarities and differences in this regard. This qualitative study confirmed the broad impact perceived by PsA patients both in Brazil and in France: 41 categories emerged from the interviews, covering physical, emotional, professional and social domains. There were both similarities and differences between perceptions in Brazil and in France: 2/3 of categories were common to both nationalities in spite of cultural and economic differences between the countries, as well as variances between the public health systems. However, some important health domains from the perspective of PsA patients from a non-European background were revealed including sexual dysfunction, emotional impact of psoriasis and impact of prejudice on social and professional life.
This study has strengths and weaknesses: the Brazilian sample of this study was recruited in the most southern state of Brazil, a region characterized by European colonization with a predominance of Caucasian inhabitants. Since Brazil is a large country with a multicultural population, we can hypothesize that the impact of PsA could be different if patients from other regions were interviewed. In France, the sample was ethnically representative but in both countries, the recruitment of Black and Asian patients was difficult because they are minorities among the population of patients attending the tertiary health centers which recruited participants to the study. Education levels were high, mainly in the sample from France, which is often the case in qualitative studies [29] . The characteristics of the sample may limit generalizability.
However, patient sampling did strive for a wide spread of patient characteristics. And rather than to obtain generalizability, this methodology intends to create new hypotheses that should be consequently tested in quantitative studies. The sample size was small but saturation was reached which strengthens our results. Content analyses were performed in an undirected way thus leading to both known aspects of impact, and some new aspects. Although this study is limited by the small sample size, rigorous data interpretation methods were applied and comparisons were performed with the literature. Thus, this qualitative study allowed a first exploration of patients' experiences of impact of PsA in South America, and we believe some important insights have been gained.
The present study found a wide diversity of health domains affected by PsA, thus confirming previous studies but including information on individuals from a different cultural background [30] [31] [32] . The impact of PsA is not only physical (the aspect most easily recognized by health professionals) but it is also psychological and social. Most domains perceived as important for the patients interviewed in our work were also highlighted in other studies and are covered by questionnaires assessing impact and quality of life in PsA [4, 7, 8, 32] . Fatigue, functional disability, social participation and emotional impact, for example, are assessed by the PsAID, the Psoriatic Arthritis Quality of Life (PsAQoL) and the Nottingham Health Profile (NHP) [7, 11, 33] . Sleep disorders are also assessed by the PsAID and the NHP instruments [7, 32] . Thus this study confirms the global impact of PsA may be cross-culturally true and current questionnaires such as the PsAID may hold well as valid across cultures, but still need to be validated through quantitative studies.
Despite the substantial overlap of experiences of Brazilian and French PsA patients, there were important differences that legitimately require further research. Some aspects appeared more important for patients from Brazil than for patients from France. This includes sexual dysfunction, emotional impact of psoriasis (mainly embarrassment/shame due to skin lesions) and impact of prejudice on social and professional life.
A systematic review of articles reporting sexual dysfunction in PsA found that the severity of skin findings, the psychological effects of the condition, concerns of the sexual partner and side effects of medical treatments were associated with sexual disorders in PsA. This work emphasized that this type of symptomatology is frequently neglected in medical practice and also highlighted the lack of studies about the subject in Brazilian patients [34] .
In the present work, the impact of prejudice due to skin lesions seemed more marked in Brazilians; categories such as, "discrimination at work", "discrimination in social life" and "embarrassment/shame" emerged only in the Brazilian sample. It is very probable, that in our work, the impact of prejudice due to skin disease was more intense in participants from Brazil because they had more severe psoriasis compared to subjects recruited in France. South of Brazil and Île-de-France, the two regions where patients were recruited, have similar climate, with four well defined seasons (contrasting with the North and Northeast regions of Brazil where high temperatures predominate throughout the year). The patients were recruited in both countries over a 2-year period, meaning that interviews were conducted in both countries during all seasons. It seems less probable that the climate, sun exposure or clothing could be the responsible for the difference in the perceived impact of psoriasis referred by patients in Brazil and France.
The hypothesis that the impact of prejudice is higher in Brazil due to the lower educational level of the population in this country or due to cultural differences among countries is unsupported: a recent study with 1005 healthy French subjects showed that more than 60% of them recognized a lack of information about psoriasis and 50% of respondents showed discriminatory behavior toward psoriasis patients reflected by reluctance to maintain friendship ties/a relationship of friendliness (7.6%), to have lunch or dinner with a person with visible manifestations (17.9%), to give a kiss on the cheek in greeting (29.7%), to shake hands (28.8%) and to have sexual relations/intercourse (44.1%) [35] . In that work, educational level was not associated with an increased prevalence of misconceptions and/or perceived discriminatory behaviors [35] . The impact of prejudice has also been previously recognized in another qualitative study which recruited European patients with PsA [36] .
Conclusion
In conclusion, this study highlights the importance of assessing the impact of PsA on a national level, emphasizing the common cross-cultural impact of PsA but also exploring domains of interest for the Brazilian population which merit further studies.
